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Chapter 1: Introduction
- 2 -
1.1 Established renal failure
Established renal failure (ERF) is the final stage of chronic kidney disease and is an
irreversible condition which is eventually fatal unless treated with renal replacement
therapy (RRT) (DOH, 2006). In 2008 there were 835 children and young people in
the UK diagnosed with ERF who were being treated in paediatric services (Lewis, et
al 2008).RRT either in the form of transplantation or dialysis can enhance the life
prospects of children and young people with ERF. RRT affect almost every aspect of
a YPs life (DOH, 2006) treatment involves hospitalisation, fluid and dietary
restrictions, and drug therapies in addition to dialysis or transplantation (Waters,
2008). These demanding treatments have massive implications for children and
young people, both physically and psychologically (DOH,2004 , Darbyshire et al
,2006).
1.2 Rational for study.
Qualitative research into the consequence of chronic illnesses on young people has
historically focused on the physiological and psychological impacts of the illness on
the YP and their family. There have been many studies investigating the
psychological adjustment and adaption of young people with ERF, but surprisingly
few of them have directly sought the opinion of children and young people. This gap
in the research has been highlighted by Darbyshire et al (2006) who argues that
research with chronically ill children and young people often fails to take into
account childrens and young peoples own perspectives of their experiences,
instead often relying on parents and teachers accounts. A current lack of research
directly asking young people what their illness means to them continues to leave
children and young people essentially voiceless regarding their own experiences
(Darbyshire et al, 2006).
The consideration of young peoples views is especially important for ERF as
Snethen et al (2001) highlighted that an adolescents perception of how a chronic
illness has affected their physical, social, and psychological wellbeing will influence
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their behaviours related to the management of their condition. For example, a YP
who has difficulty accepting the need for on-going monitoring and treatment may
choose to ignore parts of their medical regime. Non-compliance such as this is
common for many young people with a chronic illness (Michaud et al, 2004)
Involving children within research is in line with the National Service Framework for
children and maternity services (DOH 2004) and the National Services Framework
for renal services (2006) which emphasis the active involvement, participation and
consultation of children and young people as users of the health service.
Research directly exploring the perspectives of young people with ERF is vital to
ensure that service provision meets their specific needs. Exploration of young
peoples perspectives, responses and experiences of their illness can inform and
enrich the practices and policies of renal nursing and paediatric nephrology
(Darbyshire, 2006; p758). In addition to this nurses can help improve patient
adherence by providing education to young people, promoting knowledge about
their condition and treatment regimes (Wright, 2004). Understanding how young
people feel about their condition enables nurses to provide support and advice
which is relevant to the YP. Only through increasing our understanding of
adolescents perceptions of ERF and RRT can grounded and responsive
interventions be developed.
1.3 Aims and objectives
Aim - To explore adolescents experiences of renal replacement therapy.
Objectives-  To explore the lived experiences of young people with
established renal failure
 To identify the most important issues for young people
associated with treatment regimes
 To identify treatment barriers for young people
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1.4 Outline of the dissertation
In the next chapter an in-depth review of the literature will be conducted of
available literature looking at ERF, focusing upon adolescents and the physical,
psychological and social implications for young people receiving RRT. Chapter 3 will
provide information surrounding research methods focusing on the use of photo
elicitation interviews as a qualitative approach. Chapter 4 will present the findings
of this research study. Chapter 5 will discuss the findings of this study in
concordance with literature studied in chapter 2. The limitations of the study and
the implications upon future research will also be discussed.
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Chapter 2: Literature Review
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2.1 Introduction
This chapter offers an in-depth, critical review of current literature focusing upon
established renal failure (ERF) and renal replacement therapies (RRT). Detailed
explanations are offered of existing therapies available and the policy context of
current service delivery. Following this existing empirical studies focusing upon the
physical, psychological and social impact treatments have upon young people and
their families will be examined.
2.2 Search Strategy
Literature reviewed was obtained using electronic databases; EMBASE, Cumulative
Index of Nursing and Allied Health (CINAHL) and British Nursing Index (BNI). These
databases include an expansive variety of health and social care literature and were
deemed to best meet the search criteria. In addition hand searching of references
cited within literature was undertaken to increase the comprehensiveness of the
review.
A Boolean search method was undertaken including the key search terms: chronic
kidney failure, haemodialysis, PD, adolescence and chronic illness. Search terms
were used both independently and in combination with each other ensuring the
retrieval of all relevant studies. The exclusion criteria illustrated in table 2 was
applied to all studies increasing quality of research obtained.
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Table 2: Exclusion criteria
Exclusion Criteria Rational
Studies undertaken over 10 years ago To ensure the most up to date and
relevant literature is used.
Studies which had not been peer reviewed To ensure only high quality and
accurate studies are analysed
Studies derived from less economically
developed countries.
This study is a UK based study, so
including research from developed
countries only allows accurate and fair
comparisons between studies.
Non English studies Limit time frame preventing
translation of these studies.
Following the use of the exclusion criteria 10 empirical research studies have been
accepted for this review. Due to the limited number of primary research studies
focusing specifically upon adolescents with ERF, a number of these studies
incorporate both younger children and adolescents. Table 3 summarises provides
an overview of these studies.
8Table 3 Overview of reviewed studies.
Reference Study Aims Sample
population
Methods Main findings Study Limitations
Riaño-Galán et al
(2009).
To investigate the HRQOL
in children with ESRD
Compared with the
reference population
norms
81
participants
aged 10-21
with ESRD -
68
transplant
and 13
dialysis
patients.
Cross sectional
survey across 5
Spanish paediatric
nephrology centres
using Spanish
CHIP-AE.
 No differences between transplant
patients and healthy peers in any
domain/sub domain.
 Dialysis patients scored lower than
healthy controls/transplant patients
for satisfaction of health.
 Short patients scored lower self-
esteem and health satisfaction.
 Transplant patients had better health
satisfaction than dialysis patients.
 Small samples size of patients
undergoing dialysis
 Qualitative tool was not ERF
specific and therefore may not
include data on factors relating
specifically to ESRD.
Goldstein et al
(2009)
To assess for potential
HRQOL differences
between ERF modality in
children with ERF and
their parents
Children
aged 5-18
and parents
of children
aged 2-18.
202 families:
Haemodialys
is=30
PD= 45
Transplant=
127
Child/ Parents self
report using
pedsQL ERF tool
 Parents of children with transplant
reported higher HRQOL scores than
parents of children undergoing
dialysis. On all scares except
perceived physical appearance scare
 Children with transplant gave
comparable scores to those receiving
dialysis on all scales.
 Parents deemed transplant to have a
positive impact, children only
identified a non significant favour of
renal transplantation.
 Small sample size of children
receiving dialysis.
 HRQOL compared with transplant
patients should be interpreted with
caution due to the small sample
size of dialysis patients.
Hooper, Duquette,
Icard, Wetherington,
Harrell and Gipson.
(2009)
To compare social
behavioural functioning
of children with CKD with
typical controls.
To examine the impact of
disease severity on
26 children
and
adolescents
with CKD-
13- ERF,
13- Chronic
Parents rating and
self reports using
the Behaviour
Assessment
System.
 Behaviour rates from parents and
children within the average range.
 Parents ratings showed an increase in
number of internalizing symptoms
compared to non CKD group.
 Parents ratings showed more specific
 Small sample size therefore study
was unable to explore impacts
disease progression and severity
upon social-behavioural
functioning
 Single centre study
9social-behavioural
functioning.
renal
insufficiency.
Control
group=33
concerns on Behavioural Assessment
system areas of anxiety, depression
and somatisation
 No differences were observed
between the groups on the childrens
self ratings.
 Parent/child bias is inherent when
using indirect forms off
assessment during data collection
 Socio-demographic data was not
integrated into analysis. Unable
to ascertain the impact such
factors had upon obtained results.
Water (2008) To explore the everyday
experience of long term
renal illness.
13 children,
36 careers
and 36
members of
staff
Ethnographic
fieldwork over 16
month period.
Participant
observation,
informal interviews
and the use of
childrens
drawings.
 Participants perspectives on physical
and social impact of treatment.
 Highlights childrens management of
illness labour
 Identifies three key themes: the renal
geographical space, the renal body
and a renal social world.
 Single centre study.
 Did not capture experiences of
children on dialysis living in
relative health.
 Failed to examine the home life of
these children home is clearly an
important dimension of childrens
experiences
Bakr, A., Amr, M.,
Sarham, A.,
Hammad, A., Ragab,
M., El-Refeacy, A and
El-Mongy, A . (2007)
To explore the
prevalence and pattern
of psychiatric disorders
among Egyptian children
with ERF.
19 children
with pre-
dialysis
chronic
kidney
disease and
19 children
on
haemodialysi
s
Semi-structures
clinical interviews
for children and
adolescents
(SCICA).
 52.6% of patients suffered with
psychiatric conditions.
 Adjustment disorders were the most
common, (18.4%), followed by
depression, (10.3%) and
neurocognitive disorders (7.7%).
 Disorders were more prevalent in
dialysis patients than pre-dialysis
patients, 68% and 34% respectively.
 Prevalence of psychiatric disorders
was not significantly correlated with
sex, duration of ERF or duration of
Haemodialysis.
 Single centre study
 Did not include PD patients, may
unfairly represent children with
complicated ERF.
 Egyptian study, different
economical, social and cultural
aspects of healthcare provision
may result in patient exhibiting
higher levels of psychiatric
disorders
 Extent to which these results can
illuminate the psychological
problems experienced by children
with ERF in the UK is questionable.
 Argues that SCICA research
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methods are however this study
does not provide any statistical
information to support findings.
 Argues that psychological status is
not impacted upon by duration of
dialysis however does not offer a
longitudinal sample, reliability of
this statement is questionable.
Goldstein, Graham,
Burwinkle, Warady,
Farrah, and Varni.
(2006)
96 paediatric
patients with
ESRD
undergoing
receiving
Haemodialys
is, PD or
with a
transplant.
PedsQL self
assessment
instrument.
Examining
physical,
emotional,
psychological and
school functioning
 Transplant patients reported better
physical and psychosocial health than
dialysis patients.
 No difference was noted between PD
and HD treatments for any domain.
 Small sample size considering
study was conducted over 5
centres.
 Study highlights state of
paediatric ESRD patient HRQOL
but does not offer insight into the
reason or cause of lower HRQOL
in this population.
Gerson, Riley,
Fivush, Pham ,
Fiorenza, Robertson,
Chandra, Trachtman,
Weiss and Furth
.(2005)
To assess the validity of
the child health and
illness profile-adolescent
edition (CHIP-AE), in
adolescents with CKD.
1. Comparing CHIP-AE
scores of adolescents
with CKD with two
control groups.
2. Compare the health
status of patients
with CKD.
113
paediatric
patients:
39- CRI
21- dialysis
53 post
transplantati
on.
226 control
subjects.
Completion of
CHIP-AE  a self
report
questionnaire
consisting of 6
domains and 20
sub domains
 CKD patients experienced lower
satisfaction with health and more
restrictions in activity.
 CKD patients had more family
involvement, better home safety and
health practices, better problem
solving skills and were less likely to
engage in risk taking behaviours.
 Dialysis patient exhibited poorest
functional health status.
 Small sample size of dialysis
patients.
 The use of a generic health status
questionnaire may have failed to
ascertain disease specific issues.
Snethen, Broome,
Kelber and Warady
(2004)
To identify coping
strategies specific to
adolescents with ERF.
35 patients
aged 13-18
years, who
were
A-Cope. A 54-item,
self report coping
inventory.
 Adolescents utilised a range of coping
strategies to manage the stress of
living with chronic illness.
 Coping strategies reported varied in
 Small sample size.
 Participants selected coping
strategies from predetermined list.
Limiting their responses
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undergoing
dialysis or
had a
transplant.
accordance with age, gender,
transplant status and religious views.
 Participants were not able to
explain rational for choices.
 68.6% of participants were
transplant recipients, coping
strategies utilised therefore may
not illustrate those used by ERF
patients as a whole.
Eijermans ,
Creemers, Helders
and Schröder. (2004)
To describe the motor
skill, exercise tolerance
and HRQOL of children
with ERF
10 children
(7-16 years)
all
undergoing
haemodialysi
s
BOTMP- Motor
performance test.
Progressive
exercise test and
HRQOL
Questionnaire.
 Majority of participants demonstrated
reduced exercise tolerance:
diminished VO฀ MAX, increased
physical inactivity and reduced ability
in a progressive exercise test.
 8 participants demonstrated reduced
gross motor skills.
 Participants reported good HRQOL
 Small sample size
 All participants receiving
haemodialysis
 Comparison with control was based
upon age, not accounting other
demographic data which may
directly impact upon exercise
levels
Snethen and Broome
(2001)
To explore perception of
adolescents living with
ERF
35 patients
aged 13-18
years, who
were
undergoing
dialysis or
had a
transplant.
Q-methodology.  Four significant factors identified
representing perspectives held by
adolescents:
1. Normalisation
2. Illness intrusion: barrier to
normalcy
3. Illness management: parent
focused
4. Illness management: self-focused
 Majority of adolescents held a more
positive perspective of living with ERF
than expected.
 Small Sample size
 Quantitative nature of study did
not allow adolescents to explore
their answers.
 Only 32% participants were
undergoing dialysis, may explain
the positivity of patients
responses.
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2.3 Established renal failure.
ERF is an irreversible condition and is eventually fatal unless treated with RRT (DOH,
2006). Individuals with ERF have dramatically decreased kidney function of only 10-15%
(Marieb and Hoehn, 2007) characterised by a glomerular filtration rate of less the
15mls/minute.
In April 2008 there were 875 children and young people suffering with ERF receiving
treatment in childrens renal services within the UK (Lewis et al, 2008). ERF in the
paediatric population shows a higher prevalence within certain populations, prevalence
within South Asian populations and other ethnic minorities is 3 times that of the white
population (Lewis et al 2008).
There are many factors and conditions which cause ERF within childhood. It is important
to remember that these causes are usually different to the causes of ERF in the adult
population (DOH 2006). A vast number of conditions and defects can bring about ERF in
children e.g. congenital nephrotic syndrome, metabolic diseases and malignant disease
such as Wilms tumour. However the majority of childhood ERF cases are caused by
abnormal development in the womb, resulting in conditions such as renal dysplasia,
(responsible for 33% of cases in the UK) and obstructive uropathy (responsible for 17%
of cases.) (Lewis et al, 2008). Glomerular diseases such as Glomerulonephritis account
for 22% of patients. However these are relatively rare in early childhood; 75% of
children with these diseases will enter ERF after the age of 8 years (Lewis et al, 2008).
Children with ERF are likely to feel tired, nauseated and experience appetite loss
(Wright, 2004). Clinical presentation includes: fluid retention, pallor and raised blood
pressure, poor growth and development, anaemia and raised phosphate, potassium and
sodium levels (Marieb and Hoehn, 2007). ERF in children is relatively rare compared to
other childhood chronic diseases as illustrated in table 4. Despite a relatively small
population, its imperative ERF and RRT are researched sufficiently as both illness and
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treatments have immense physical and psychological implications for young people and
their families.
Table 4: Prevalence of ERF compared with other chronic conditions in the UK.
Chronic Illness Number of young people in UK affected.
ERF 875 in 2008 (Lewis et a, 2006l)
Type 1 diabetes 25,000 under 25 year olds (DOH, 2007 )
Cystic fibrosis 8000 individuals (Cystic Fibrosis Trust, 2008)
(No adolescent specific figures available)
Asthma 1.1 million children in (Asthma UK, 2009)
2.4 Renal Replacement therapies and the NSF
The kidneys control a variety of functions and mechanisms crucial to maintaining
homeostasis of the human body (Marieb and Hoehn, 2007). They are the primary
excreting organs and therefore if they fail the body is unable to excrete certain waste
products, excess water and salts or control the bodys acidity resulting in death. The
kidneys also have a bearing upon the production of haemoglobin, maintaining blood
pressure and bone formation. (Marieb and Hoehn, 2007). Patients with ERF would be
unable to survive without RRT.
The NSF for Renal Service Working for Children and Young People (2006) is the current
policy implemented with paediatric nephrology centres, shaping the current service
delivery of RRT. It describes in detail the standards, quality requirements and markers of
good practice of care required when caring for a child or YP with kidney disease and their
family within paediatric renal services. Whilst an in-depth analysis of this policy falls
outside the scope of the literature review, numerous parts of this policy will be drawn
upon to support debates around best practice identified within the literature review.
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2.4.1 Transplantation
Transplantation is considered the optimum form of renal replacement therapy for
children and young people (DOH, 2006; Chrome 2004,). In 2008 74% of children in the
UK with ERF had received a functioning transplant (allograft) , 34% of which were from a
living donor (Lewis et al 2008) increasing from 21% in 2005 (Lewis et al, 2006).
Receiving a healthy and functioning kidney from either a deceased or living donor is not
only a life saving procedure it also dramatically improves the quality of life for the YP and
their family (Chrome, 2004). A cross sectional evaluation of health related quality of life
(HRQOL) reported that no differences were found between children and adolescents with
a kidney transplant to their healthy peers in any domain or sub-domain when using a
quantitative child health and illness tool (Riaoñ-Gálan et al 2009). The study rated
HRQOL for those with a transplant as higher than those undergoing dialysis. However
these findings should be handled with caution as only 13 of the participants involved
were undergoing dialysis. In addition, the qualitative tool used was not ERF-specific and
therefore may have not yielded detailed information on specific factors relating to
paediatric patients with ESRD (Geilding et al, 2009).
Pre-emptive transplantations are increasingly used to treat children suffering from
chronic renal failure prior to the need for dialysis, accounting for 25% of all paediatric
kidney only transplants from 2008-2009 (UK Transplant, 2009). Pre-emptive transplants
carry a number of benefits, including less interruption to schooling and family life, the
preservation of the peritoneum and blood vessels for future dialysis treatments,
improved growth and development and reduction in the symptoms of renal failure
(Blyton and Jepson, 2008). Pre-emptive transplants also accounted for a higher
proportion of living donor (LD) transplants than deceased donor (DD) transplants: 31%
and 8% respectively (UK Transplant, 2009). Living donor transplantations are becoming
more common as a result of decreasing numbers of deceased donors (Lewis et al 2008
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Despite the advantages of transplantation this treatment is demanding and requires,
lifelong treatment with immunosuppressant drugs to prevent organ rejection (DOH,2006,
NICE 2004). Furthermore, transplants rely on a solid organ donation, so, many children
may have been on the transplant waiting list for years before they receive a transplant.
Unfortunately children from ethnic minorities are less likely to receive a transplant than
white populations, due to lack of availability, partially explained by the lower rate of
living donation within this population (Lewis et al, 2006 DOH 2004).
2.4.2 Dialysis
Children with ERF undergo dialysis until a suitable kidney becomes available for
transplantation. Dialysis aims to maintain fluids and electrolyte balance as close to
normal as possible by removing excess water and solutes from the blood, facilitating the
maintenance of a stable environment for cell function (Ward, 2002; Wright, 2004).
Young people with ERF requiring dialysis receive either haemodialysis or PD. Treatment
decisions regarding dialysis should be made in unison between the health professionals,
child and family and on an individual case basis (DOH, 2006). Each of these life saving
treatments carries different advantages and disadvantages illustrated in table 5.
Table 5:
Haemodialysis PD
Advantages  Professionals have control
over treatment regimes
 Easy to adjust regimes as
required
 Control over fluid removal
and waste
 Minimum disruption to home
life, child is able to attend
school with peers.
 Relatively cheap treatment
 CAPD can be undertaken while
the child is asleep- relatively
slow treatment
 Diet more liberal the HD
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Disadvantages  Requires venous access
 Expensive therapy
 Often have to travel long
distances to hospital 3 / 4
times a week
 Risk of infection to central
lines
 Disruption to Schooling and
family life
 Requires adherence by both
parents and child to undergo
therapy at home
 Places additional strains upon
parents to learn and undertake
their childs treatment
 Risk of peritonitis infection.
Peritonitis can threaten future
dialysis treatments
Taken from Blyton and Jepson (2008)
2.3.2.1 Haemodialysis
Approximately 40% of children within the UK undergoing dialysis in 2008 were receiving
haemodialysis (Lewis et al, 2008). Haemodialysis requires venous access so blood can be
mechanically circulated through a haemodialyser. Excess water, solutes and waste
products are removed into dialysis fluid by means of diffusion, ultrafiltration and
convection (Ward, 2004; Valentine and Lowes, 2007). Haemodialysis for children can
currently only be carried out within the hospital setting with children requiring three
sessions a week, lasting up to 4 hours, making it a taxing treatment for the child and
their family.
2.3.2.2 Peritoneal dialysis
PD is currently the preferred treatment option for children requiring dialysis, with 14.5%
of all children with ERF receiving this treatment modality in 2008 (Lewis et al, 2008). PD
involves dialysis fluid to be placed within the peritoneal cavity with the peritoneal
membrane acting as the dialysing membrane. As in haemodialysis excess fluids are
filtered from the blood via the membrane by osmosis, diffusion and convection (Wild,
2002). PD does have advantages for young people and their families over haemodialysis;
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firstly the YP and their family can be taught to carry out dialysis at home overnight and
it is a slower and therefore gentler form of treatment. However this form of treatment is
not suitable for all children and should be decided on an individual basis (DOH, 2006).
PD has also been linked to an increase in parental stress and anxiety (Aldridge, 2008).
There are two different forms of PD currently used within paediatric nephrology services;
automated PD (APD) and continuous ambulatory PD (CAPD). APD is usually carried out
overnight and relies on a machine to deliver, fill and drain cycles, CAPD however
involves 4 manual fluid exchanges over the course of 24 hours. CAPD is used in less than
30% of paediatric patients undergoing PD (Blyton and Jepson, 2008). The benefits and
shortfalls of both types of PD are discussed in Table 6.
Table 6
APD CAPD
Advantages  Can be undertaken as
overnight as the child
sleeps
 Health care professionals
can monitor adherence
levels easily
 Arguable gives better
clearance than CAPD
(Miller, 2006)
 Exchange times need not be
rigid, and can be arranged
around school or evening
activities
 Less sleep disruption due to
machine bleeping.
 Low tech
 Easily transportable
 More economical in the long
term
(Gilman,2006)
Disadvantages  Early curfew to ensure that
dialysis is complete in time
for school the next day
 Reliant on machine, may
experience problems with
power cuts.
(Gilman,2006)
 Increased number of times
the catheter is accessed
increases infection risk.
 Inconvenience of dialysing
during the day
 Need to transport fluids to
work/ school environment.
(Miller, 2006)
2.4.3 Diet
18
In addition to dialysis young people with ERF commonly require a change of diet,
avoiding foods containing high levels of potassium, sodium and phosphate, such as
coffee, chocolate, crisps and many kinds of fruit. As a result, people on dialysis can
become malnourished and require dietary supplements or artificial feeding (DOH 2006).
Many will also have a limitation upon their fluid intake, usually restricted to any urine
output plus ultrafiltrate. These children will also require drug therapies (Ward 2002;
Wright 2004) such as those to prevent bone disease and to decrease cardiovascular risk
(DOH, 2006)
2.5 Renal replacement therapies and adolescence
Currently there are very few empirical research studies focusing specifically upon the
impact of RRT during adolescence and even fewer ascertaining young peoples views.
Existing themes identified within the limited literature available will be discussed in the
following section.
Adolescence has been defined as the period between the ages of 10 and 19 and can be
considered as the period of time between childhood and adulthood (WHO, 2008). During
this time, young people go through many physical, developmental, cognitive, social and
emotional changes. Adolescence encompasses many developmental tasks including
establishing a sense of identity and independence, planning a career, increasing
separation from family ties and developing relationships (Bryon, 2001). For all
adolescents regardless of their health status, the achievement of these tasks can be a
difficult process. Adolescents with chronic illnesses face the same developmental
challenges as their healthy peers, but these are often compounded by the constraints of
their illness (Eiser, 1993).
Adolescents with ERF will have to negotiate their way through this challenging life period
whilst dealing with normal developmental issues as well as those created and
compounded by their illness and treatment regimes. Adolescence is also a time of sexual
and physical development. However young people with ERF will often have restricted
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growth resulting in delayed sexual maturation (DOH, 2006) and consequently may
require growth hormone replacement therapy.
During adolescence the development of peer relationships is very important as is gaining
independence, moving from being totally dependent on their parents to becoming an
independent adult (Santrock, 2007). Snethen and Broome (2001) conducted a study
exploring the perceptions of YP perceptions regarding growth, daily activities, self image
and relationships. In this study a selection of statements about life with ERF were
developed from interviews with adolescents with ERF and then rated by 35 other
adolescents using Q-sort methodology. This study identified that some adolescents with
ERF perceived themselves to be heavily dependent upon their parents but, expressing
frustration about their parents constant involvement in their care. Dependence upon
parents during adolescence puts a strain upon family relationships in addition to
increasing the experience of isolation from peers (Suris, Michaud and Viner 2004).
Physical constraints of their illness such as frequent hospital admissions, fluid
restrictions, diet restrictions and drug therapies also make it harder for adolescents to fit
in with their peers (Waters , 2008). Consequently young people whom have undergone
a transplant increasingly form successful peer relationships more easily than those
receiving either HD or PD treatments (Snethen and Broome 2001).
For young people with ERF receiving treatment may potentially result in large amounts
of time absent from school, especially young people receiving haemodialysis.
Absenteeism from school due to treatment raises a number of concerns surrounding
adolescent development. Firstly there may be a direct impact upon educational
achievement, impacting subsequent vocational and employment opportunities later on in
life (Suris et al, 2004). In addition to educational attainment, missing extensive periods
of time from school will have a negative impact on peer relationships of the YP (Suris et
al, 2004; Valentine and Lowes , 2007; Snethen et al, 2004)
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It is widely documented that adolescents with chronic conditions often fail to adhere to
parts of their treatment programmes (Valentine and Lowes, 2007 and Viner, 2005), this
is no different for adolescents receiving RRT (Snethen and Broome, 2001 and Wright
2004). The current focus of literature regarding noncompliance and adherence for young
people with ERF states that the failure of young people to comply with dialysis, fluid
restrictions and drug therapies may result in debilitating complications and sometimes
early death (Waters, 2008). The literature also highlights a pattern of blaming
unsuccessful kidney transplantations upon young people not talking immunosuppressant
medications as prescribed (Rianthavorn et al, 2004: Feinstein et al 2005). However,
much of this literature fails to consider the origins of such problems for young people,
Waters (2008) carried out an ethnographic study within the acute hospital setting. This
study highlighted that young people are primarily concerned with managing themselves
from day to day and do not think about the future. In addition to this many of the young
people did not consider drinking too much or disposing of tablets as risk-taking
behaviours, whilst adults worried about childrens futures saw this as non compliance.
The generalisability of study findings may be limited as participants were only recruited
from the acute hospital setting, the study failed to explore the perceptions of patients on
dialysis living in relative health. The children within the study therefore may not
represent the view of the wider population of children undergoing dialysis. In addition
this study only recruited a small number of children with the majority of findings
stemming from the views of parents and health care professionals.
2.6 Physical and psycho-social implications of RRT
The effect that RRT physically has upon young people is frequently discussed within the
literature and, many of these have been linked with young peoples perceptions of their
own body image and subsequently self esteem (Hooper et al, 2009). All young people
with ERF will suffer scarring to some extent, be it from the insertion of central venous
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lines for haemodialysis, the insertion of PD catheters or from the transplantation of
kidneys. In addition to this some may have an arterial fistula which would be visible
under the skin surface or external cannulae or catheters. These scars are likely to act as
a visual reminder of the illness that a YP has to deal with every day (Valez and Romasco,
2006). Issues such as this are important to consider for all patients undergoing RRT;
however, during adolescence body image is especially important to young people
(Muringai et al, 2008). Poor body image in adolescence will have a direct negative
impact upon self esteem and therefore has a direct impact upon psychological adaption
towards their condition.
Snethen and Broom (2001) revealed that whilst young people actually had a more
positive body image than researchers were expecting, the young people expressed that
the physical effects of ERF such as shortened stature did affect them psychologically.
Shortened stature was a concern for these young people as it not only affected the way
they looked but also the way they were treated by society. Whilst this is an interesting
finding, it is important to note that this study only included 35 adolescents with ERF,
with only 32% of participants undergoing dialysis at the time of data collection.
Additionally the quantitative nature of the study did not allow deeper exploration of
these initial findings with participants. Subsequently detailed explanations offering
further insight into this phenomenon may have been overlooked.
Other studies have focused upon the impact of treatments on physical activity levels.
Eijermans et al (2004) explored motor performance, exercise tolerance and HRQOL
among children undergoing dialysis. The majority of participants involved demonstrated
reduced exercise tolerance and gross motor performance.. Researchers attributed
decreased physical abilities to anaemia, muscle weakness and a more sedentary lifestyle
of children with ERF. The transferability of these results is significantly limited by the
small sample size of only 10 and single treatment modality (haemodialysis) of all
participants included within the study.
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Similarly, Gerson et al (2005) established that adolescents generally exhibited
comparable functional health status to healthy peers except in areas of physical activity,
reporting to be less active than the control group. With markers of poor health including:
activity limitations and reduced levels of physical activity being highest among
adolescents receiving dialysis. Despite establishing a link between dialysis and decreased
activity levels this study was cross sectional and therefore cannot infer a causal
relationship between dialysis and poor functional health status. Similarly to previous
studies results were based upon a non disease specific health questionnaire which also
may affect the reliability of results.
There have been many studies looking into the psychological adjustment and adaption of
young people with ERF. There have been claims within the literature that children with
ERF are more likely to have psychological maladjustment than healthy peers
(Darbyshire, Oster and Henning, 2006). Snethen et al (2004) state that, while many
young people with chronic illnesses such as ERF report to have psychological functioning
similar to non-chronically ill adolescents, other individuals have been found to
demonstrate psychological deficits such as depression as a result of their condition.
Fielding and Brownbridge (1999) identified a number of factors associated with poor
adjustment, anxiety and depression in children and their families undergoing dialysis.
These studies argue that for young people undergoing RRT, concerns about body image,
peer acceptance and low self esteem may significantly affect their psychological
adjustment.
Contrary to these findings a number of more recent studies focusing specifically upon
HRQOL of adolescents with ERF have revealed that young people perceive their quality of
live to be comparable to that of healthy peers (Goldstein et al, 2009, Hooper et al 2009
and Goldstein et al, 2004). Hooper et al (2009) explored parents and childrens self
reports of socio-behavioural functioning in children with ERF compared to healthy
controls. Parents ratings of children with ERF showed an increased number of
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internalising symptoms compared with non ERF group. Additionally parents raised
specific concerns on the behavioural assessment regarding anxiety, depression and
somatisation among ERF groups. Interestingly childrens self ratings identified no
differences between the groups.
Similar discrepancies between parent and children reports are clearly illustrated by
Goldstein et al (2009). Where parents of children receiving dialysis scored their childs
HRQOL to be lower than those given by parents of children with a transplant. The
children receiving dialysis actually reported comparable scores to those with a transplant
on all scales. Therefore whilst parents deemed transplant to have a positive impact
children only identified a non significant impact in favour of renal transplantation. It is
important to note this study ascertained the views of far fewer children undergoing
dialysis (n=75) compared to numbers with an allograft (n=127), therefore these
comparisons should be interpreted with caution.
Psychological adaption of young people with ERF has also been highlighted within the
literature, focusing on the social and cognitive changes young people have to make to
successfully meet the challenges of living with ERF (Darbyshire et al, 2006). A study by
Snethen et al (2004) focused on the coping strategies utilised by young people with ERF
enabling them to deal with, and adapt to, the demands of their illness. A number of
different coping strategies were identified; these were clearly influenced by the sex, age
and treatment modality of participants. Findings suggest that the ability of young people
to develop appropriate coping strategies improved with both the duration or treatment
and age, illustrating an ability of these young people to adapt to treatment demands.
The development of successful coping strategies is especially important for the physical
and emotional wellbeing of young people with ERF given the life long duration of
treatments (Darbyshire et al, 2006).
2.7 Why is it important to conduct research around paediatric chronic illness
and ESR?
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This literature review has highlighted that despite existing research focusing upon effect
of ERF and RRT, there remains to be a lack of research based solely upon the
perspectives of adolescents undergoing RRT.
Whilst studies which in part focus on adolescents perspectives exist, so far these studies
have all adopted a quantitative research approach. The use of quantitative methods such
as the Q-sort methodology employed by Snethen and Broome (2001) are useful, but
they miss an opportunity to engage young people in deeper dialogue and discussion
about their lives (Darbyshire et al, 2006). Furthermore there is currently no UK based
study focusing upon adolescents perspectives RRT.
The current lack of qualitative research focusing upon adolescents perspectives of RRT
may have resulted from beliefs that research directly seeking the views and perceptions
of children and young people is too problematic. Two main explanations have been
offered for this: firstly, a belief that data obtained from children is unreliable, and
secondly, ethical concerns over childrens vulnerability to exploitation by researchers
(Kirk, 2006)
Qualitative research concerning children is not a new phenomenon; however,
traditionally it has been carried out upon children rather than by directly involving them
(Kirk, 2007; Neill, 2005). The majority of studies obtaining childrens views have been
done through proxies, such as parents or health care professionals, rather than children
themselves (Kirk, 2006). However studies within this literature review clearly illustrate
that children and parents are likely to have differing viewpoints.
However, there is now a growing body of evidence proving children can be competent
within the research process (Neill, 2005; Kirk, 2007; Whiting, 2009) and subsequently,
there has recently been a dramatic shift towards child-centred research (Kirk, 2007;
Whiting, 2009). The necessity to include children within research is reiterated within a
variety of policies. The National Service Framework for children, young people and
maternity services (Department of Health, 2004) emphasises the active involvement,
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participation and consultation of children and young people as users of the health
service. The child health strategy, Healthy Lives Brighter Futures (HLBF) (DOH and
DCSF, 2009) reiterates the needs for children to be involved in any decision which affects
them.
Therefore it is clear that it is inappropriate to always have adults acting as proxies and
that to learn about childrens experiences we need to elicit their responses and seek
information directly from them (Mahon, 1996). Research directly exploring the
perception and experience of children and young people has been shown to reap rewards
and offers an in-depth understanding of their illness experiences (Woodgate, 2001).
Children can be competent within the research process provided the researcher
recognises the ways in which children communicate and actively facilitates their
involvement (Kirk, 2006). It is therefore important for participatory research aiming to
gain an understanding of childrens perceptions and experiences to be carried out using
methods which are specifically devised to engage children. Coad (2007) Epstein et al
(2006) and Greig et al (2007) have all explored the use of participatory art based
research methods to actively involve children in the research process preventing children
becoming subjects of research. The use of methods such as this will be explored in
detail in chapter two.
2.8 Conclusion
This chapter has presented a review of existing literature drawing upon current findings
to provide a detailed critique of ERF and RRT currently utilised within paediatric services.
A wide variety of issues facing young people undergoing RRT have been explored in
addition to the consequences of these issues. Finally it has been identified that there is
currently a lack of research focusing upon adolescents perspectives with a clear need for
such a study. The next chapter will focus upon the research methods utilised within this
research to ensure research findings suitable meet the aims and objectives of this study.
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Chapter 3 -Methodology
28
3.1 Introduction
The term methodology has been described as philosophical principles, paradigm and
underlying assumptions on which the research is based (Holloway, 2008 p 152).
Consequently, it impacts upon both the research question and methods used to
undertake the research. This chapter describes the research methods, sampling
techniques and data analysis used, and the rationale underlying these decisions. Ethical
considerations and validity will also be considered.
3.2 Methodology
There is a long standing debate within nursing research regarding the benefits and
shortfalls of quantitative and qualitative research approaches. Parahoo (2006) argues
that the differences of qualitative and quantitative research approaches lie within their
philosophical assumptions, with the research question determining the approach most
appropriate to meet the study aims. Quantitative methods are predominantly concerned
with gathering numerical data and factual knowledge surrounding the social world (Polit
and Beck, 2008).The main purpose is to measure concepts or variables and to examine
by numerical procedures, as well as the relationship between them (Parahoo, 2006).
Traditionally nursing research undertaken with children has relied upon the use of
quantitative research paradigm (Woodgate, 2001) it has been argued that the strengths
of quantitative approaches lie within their ability to identify trends and provide
generalisations (Polit and Beck, 2008). Quantitative studies are often based upon
structured approaches which may limit participants responses, the use of structured
surveys and questionnaires often rely upon pre determined and set responses. Arguably
there is the danger that this may reduce complex realities, diluting the richness of
personal experience (Woodgate, 2001). For this reason the researcher deemed a
quantitative approach as inappropriate to meet the study aims and objectives, therefore
a qualitative approach was adopted.
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Qualitative research considers emotions, experiences, thoughts, perceptions, beliefs,
behaviour and motivations (Holloway & Wheeler, 2004, Parahoo,2006) and is a form of
social inquiry that focuses on the way people interpret and make sense of their
experiences and the world in which they live (Holloway and Wheeler, 2002). It can
therefore be argued the strength of qualitative studies found within their capacity to
understand human experience (Polite and Beck, 2008). Due to the depth of data
obtained qualitative studies tend to rely upon smaller sample sizes than quantitative
studies. The subjective and often small scale nature of qualitative studies has led some
researchers to question the conclusively and generalisability of results, however
qualitative researchers argue that a well carried out study can be of value beyond the
sample studied (Parahoo, 2006).
Qualitative methods provide rich data that gives an in-depth insight into participants
interpretations, feelings and meanings of their actions (Holloway and Wheeler, 2002).
Three common methodological approaches are utilised by qualitative: researchers,
ethnography, grounded theory and phenomenology. All three approaches stem from
different theoretical positions influencing research methods utilised (Pope and Mays,
2006).
Having considered all three approaches the researcher decided that a Phenomological
approach was most appropriate to address the research questions within this study.
Phenomenology is an approach to exploring and understanding peoples everyday life
experiences. Phenomological researchers therefore ask, what is the essence of this
phenomenon and what does it mean to those who experience it? Subjective phenomena
are investigated in the belief that critical truths about reality are grounded in peoples
lived experiences (Polit and Beck, 2006). This approach was adopted within this study as
the researcher strongly believed the only way to gain in-depth insight into important
issues for young people undergoing RRT was to directly ask them about their first hand
lived experiences
30
3.3 Methods
3.3.1 Art based qualitative research methods
The use of art-based research methods such as using photos, posters and collage, within
the research process was explored by Coad (2007). She identified that art-based
methods have numerous advantages over more traditional methods including the
increased perception of fun whilst allowing the child greater participation and control in
the research process. She also identified art based methods as a way of establishing
rapport in a short time, whilst allowing children to participate in the research on their
own terms. The use of photographs within interviews with children was included in her
review. She found that a number of helpful examples using this method in health and
social care settings existed, although the research base was reasonably small. She
concluded that photographs can be used to understand what participants see but also to
explore their underlying meanings. Additionally she argues that despite of children and
young peoples interest in photographs, photography remains to be a powerful yet
under-used and undervalued tool within health research with children. The use of
photographs is also a method other researchers have used (Epstein et al, 2006; Greig et
al, 2007 Darbyshire et al, 2005). Epstein et al (2006) carried out a study using photo
elicitation interviews to elicit childrens perspectives on and responses to a summer camp
for children with cancer. In this study, the researchers took photos of the camp
environment and then carried out interviews with the children in which the photos were
discussed with the aim of establishing young peoples perceptions of the camps physical
environments .The use of photographs within the interviews created new opportunities to
involve children in the research, as not to limit their responses, and also positive
influenced the researchers relationship with the children. Although this study involved
the researchers taking the photographs used within interview it demonstrates the
advantages of carrying out visual research with children.
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Visual research has traditionally involved photographs taken by the researcher; however
Coad (2007) demonstrates that recently there has been a shift towards research studies
using participants photographs. Darbyshire, MacDougall and Schiller (2005) carried out
a study focusing on childrens perceptions of physical activity and obesity using multiple
research methods. Participants were asked to take photos which were later used within
focus group discussions. This study found that using photographs taken by the children
not only encouraged more timid children to participate within the focus group discussions
but also generated different ideas to those derived from verbal or written interviews and
provided a valuable visual compliment to the focus group interviews.
3.3.2 Photo Elicitation interviews
This research study used photo elicitation interviews utilising photographs taken by the
young people to explore their perceptions and experiences or RRT. Thompson (2008)
describes photo elicitation as the coupling of words and images, with the focus upon
using photographs to obtain either written or verbal commentary (Freeman and Madison,
2009).It was decided that photographs taken by the participants would be used to
enable the young people to select and consequently discuss issues relevant to them
within the interviews. Enabling them the flexibility and freedom to choose what is
important is key to this study, to understand their experiences and therefore understand
what is important to them (Freeman and Mathison, 2009). Using photographs taken by
participants is congruent with this studys aims as it offers a unique insight into issues
important to the YP.
Clark-Ibanez (2008) conducted a research study using photos taken by children within
photo elicitation interviews. Whilst the focus of this study was not that of health, a
number of advantages of undertaking participant led photo elicitation interviews are
clearly demonstrated. Firstly she argues that this allowed the children to become the
experts as they explained aspects of their lives or community during the interview
process. She also argues that photos taken by the researcher may lack meaning for the
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children. This concern was also highlighted by Epstein et al (2005) who state that
allowing children and young people to take photos of their everyday lives gives them the
control to include or exclude images, thus giving the child the opportunity to illustrate
what is important to them.
The interviews followed an unstructured format with the content of each interviews being
dictated by photos taken by the YP. Unstructured interviews allow flexibility and make it
possible for researchers to follow the interests and thoughts of the participants (Holloway
and Wheeler, 2002). It was felt that to have a predetermined set of interview questions
or a structured interview schedule such as those commonly used within semi structured
interviews (Parahoo, 2006) may actually limit the young peoples responses and detract
from the issues important to them. Therefore the researcher didnt have a set of
predetermined questions or structured interview schedule in the interview however an
aide memoir (Figure 1) was used to remind the researcher of key points or particular
areas of interest in the research (Speziale and Carpenter, 2007). Unstructured interviews
use open ended questions allowing participants to talk freely around the topic (Pope and
Mays, 2006) whilst allowing the researcher to ask questions on issues raised by the
participant
Figure 1: Aide Memoir
1. How long have you been have dialysis/ PD
2. Did you have any treatments prior to starting this?
3. Can you tell me about you photographs and why you took these?
4. Which photos do you think are the most important? Why?
5. Do you think treatment has changed your life? How?
Additional prompts:
6. Is there any part of your treatment you find hard? Why?
7. Is there anything you think makes treatment/coming in to hospital
easier?
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3.4 Sample
3.4.1 Inclusion Criteria
The Population of this study were young people currently receiving RRT within a
paediatric renal unit in a large teaching hospital located in England. Children meeting the
inclusion criteria (Table 7) were invited to take part within the research. This study used
purposive sampling, therefore including participants that can best contribute to the
information needs of the study (Polit and Beck, 2006).. Consequently participants within
this study were picked for their first hand experiences of RRT. Holloway (2005) argues
that purposive sampling benefits phenomological research as it is designed to gather a
depth and richness of the experience. Being able to hand pick participants to be involved
in research enables the researcher to concentrate on instances which clarify the research
question. Purposive sampling is more often associated with qualitative research
(Parahoo, 2006).
Table 7: Inclusion and Exclusion Criteria
Inclusion Criteria Exclusion criteria
Be aged between 10 and 19 Those aged below 10 or over 19
Be undergoing either Haemodialysis
or PD.
 Those having received a
transplant
 Young people with complex
health needs not linked to
establish renal failure
 Non English speakers
Give informed assent and have
parental consent to participate in
research
Adolescence who are unable to
give informed assent
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Adolescents who had received a kidney transplant were not included in the study.
Transplantation is often the desired form of RRT for children and young people (DOH,
2006); however, Crome et al (2001) found that young people who have undergone a
transplant often have varying experiences and perceptions to those still undergoing
dialysis. Additionally statistical differences in satisfaction with health have been observed
between transplant and dialysis patients. (Gerson, 2005). Therefore these patients were
excluded as the scope of this study would not allow exploration and analysis of all the
issues at a satisfactory level. In addition young people with complex health needs and
those undergoing medical treatments for conditions not linked to ERF were excluded.
These young people may have many health needs and may confuse the study results.
Young people who did not speak English and those with severe learning difficulties were
also excluded from the study due to communication difficulties with these groups.
3.4.2 Recruitment
The study sample was recruited through the paediatric renal unit at a large teaching
hospital in the England. All the young people who met the inclusion criteria were
identified by a paediatric renal specialist nurse who approached the young people about
the study prior to the researcher having contact. At this point the child and family were
provided with information sheets and an opting in form for the study. The specialist
nurse was already known to the children and their families and acted as gate keeper
within the study. Using a specialist nurse as the first point of access posed both potential
benefits and drawbacks to the study. Firstly as the specialist nurse was already know to
the young people and their families it was felt they would feel more comfortable to take
part. Care was taken to ensure that the young people were not coerced into participating
by the specialist nurse. When discussing the study with the young people, they were
clear that their decision to participate in the research study would have no impact upon
the care they received.
35
The YP and their parent were given two weeks to decide if they wish to be involved
within the study. Once the opting in form was returned to the researcher, the YP was
approached either at a clinic appointment or on the Haemodialysis unit when they
attended hospital. Twelve young people were identified by the specialist nurse to meet
the inclusion criteria, one YP did not wish to be involved within the research study. At
this point the researcher explained the study to the young people and their parents
answering any questions they had. Written consent was obtained from the parent and
assent from the YP. At this point the YP was provided with a disposable camera, and
asked to take between 12-15 photographs over the next seven days which illustrated
their illness and treatment experiences. The researcher stated that the photographs
should not include images of themselves or anyone else. Should the YP take any these
would have to be excluded from the study in order to ensure their anonymity. It was
explained to the YP that this was to ensure their anonymity. The researcher also
organised a convenient time with the YP that the camera can be collected by the
researcher
3.5 Data collection
Once the young people had returned the camera to the researcher and the photographs
developed a time was arranged with the YP to carry out the interview. Interviews were
conducted in an individual room within the hospital in order to maintain confidentiality.
With consent of participants the interviews were recorded using an audio tape recorder.
Producing audio recordings of the interviews enabled information to be analysed at a
later date away from the interview situation without the loss of data, thus increasing
validity of obtained data (Pope and Mays, 2006). Interview length varied between
participants lasting between 10 and 25 minutes. The interviews were drawn to a close by
the researcher when no new information was being disclosed. All participants were
thanked for their time and given contact details of the researcher should any questions
arise at a later date.
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After each interview was carried out the audio-recording was transcribed verbatim by the
researcher producing a written narrative. Whilst transcription was time consuming,
undertaking this manually enabled the researcher become immersed within the data
(Polit and Beck, 2008) and begin to gain an understanding of participants experience of
RRT. Additionally transcription was undertaken whilst data collection continued, Endacott
(2008) argues that this allows subsequent data collection to be amended ensuring that
emerging areas are developed.
3.6 Ethical consideration
As the study involved patients approval was obtained (Appendix 1 and 2) from both a
Research Ethics Committee and the Research and Development department of the
hospital where the research was undertaken. Ethical approval is necessary to ensure the
study will not cause harm to the participants, that appropriate consent is obtained and to
ensure participation confidentially is maintained.
It is important to ensure that patient confidentiality was maintained throughout the
study. Confidentiality has been defined as a pledge that any information participants
provide will not be publicly reported in a manner that identifies them and will not be
made accessible to others (Polit and Beck, 2008 p 180). Therefore all interview
recordings and transcripts were made confidential by the use of a random identification
number relating to the order of interview, ensuring that the participant was not
identifiable. Information linking particular participants to their data was kept separately
all data produced including written transcripts and photographs were stored securely in
line with the University of Nottingham guidelines. Confidentiality was explained to the YP
and their parents prior to consent being obtained and they were reassured all
information was kept secure with only the researcher able to access it. To ensure
confidentiality and anonymity of the participants and their family it was explained to
young people they should not take photographs of themselves of any other individuals.
Prior to the interview participants were informed both verbally and through the
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information sheets, that if they disclosed any information revelling child protection or
medical care issues the information would need to be passed on to relevant authorities.
Informed consent is the process of agreeing to take part in a study based on access to
all and easily digestible information including: what participation means, in particular in
terms of harms and benefits of taking part in the research (Greig et al, 2007). To ensure
that all consent obtained from participants was well informed, information sheets were
provided for both the parents and the young people. (Appendix 4, 5 and 6). Participants
over the age of 16 were able to provide consent for their own involvement. For children
under 16, parental consent was required. However, gaining parental consent alone is not
adequate when considering the rights of the child (UNICEF, 2002) and therefore age
appropriate information sheets and assent forms were provided by the researcher for the
young people under 16 years of age. All participants were aware they could withdraw
from the study at any time. It is important to remember consent is an ongoing process
throughout research rather than just a one off event at the start of the study (Speziale
and Carpenter, 2007). With this in mind the researcher took particular care throughout
the interview process to ensure participants were happy continuing. This was especially
important as recalling some events may have been upsetting for the participants.
3.7 Analysis
Interpretative phenomenological analysis (IPA) was utilised to analyse data obtained
from the interviews. IPA aims to capture and explore the meanings that participants
assign to their experiences, and is an inductive approach (Reid, Flowers and Larkin,
2005). Inductive approaches in qualitative research lead to the development of new
concepts or conceptual frameworks through a constant reflection upon and analysis of
data from participants and of the researchers preconceived ideas (Parahoo, 2006). IPA
has been identified to be especially useful where little existing research has explored the
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phenomenon in question (Parahoo, 2006). IPA is therefore an ideal analytical approach
for this study.
The interpretative nature of IPA stands it apart from other forms of data analysis, as the
value of the results does not lie within their factual accuracy but rather in the
illumination they offer of what it means for these participants to have experienced the
phenomenon (Reid et al, 2005). When undertaking IPA participants lived experience is
therefore coupled with a subjective and reflective process of interpretation, in which the
analyst enters into the research process (Reid et al, 2005).It facilitates a deep
understanding of a lived experience from the participants perspective. It is therefore a
highly useful approach to help health care professionals seeking to abide with the NSF
(DOH, 2004; DOH, 2006) requirement to listen more to service users and is widely used
in health research.
Following transcription each narrative was read by the researcher and key issues or
points of interest raised by the participant were identified and coded. Coding data in this
way allowed key points to be extracted from each interview, as the analysis continued
the coded extracts from the interviews were collated. The collating of recurring
viewpoints or experiences expressed by participants allowed the researcher to identify a
number of broader themes. The overall aim of transcript analysis was to enable the
researcher deciding what meanings can be attributed to the words and what implications
the words have in relation to the topic that is being investigated (Denscombe, 2005).
Denscombe (2005) argues that image based data can be analysed for two different
reasons: for the factual information they contain or for the cultural significance and
symbolic meaning that lies behind their content. Within this study it was the meaning of
the photograph to YP and subsequent conversations around the images which was of
significance. The visual content of the photographs was therefore not analysed
independently to the interview transcripts. Photographs were incorporated within
interviews, providing conversation points and acting as prompts for participants,
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examples have been included within the results section to clarify and support interview
findings.
3.8 Quality Control
3.8.1 Reflexivity
As with all qualitative research it was important for the researcher to appreciate the
impact that preconceived ideas can have upon the research process. To increase the
rigour of the study the researcher adopted a critical reflexive approach. Reflexivity
involves continuous reflection from the research upon their own values, preconceptions
and behaviours which may impact upon data collection and interpretation (Parahoo,
2006). Prior to interviews taking place the research examined her own mindset regarding
RRT and any preconceived ideas were bracketed (Holloway and Wheeler,2002) By
acknowledging and identifying existing perceptions of RRT the researcher could ensure
that only the issues important to the participants were introduced during the interview
process (Pope and Mays, 2006). The characteristics of the researcher and the impact of
these upon the interview process was also considered (Pope and Mays, 2006). The
researcher carrying out this study was a student nurse; this was thought to have a
positive impact upon the interview process as the researcher was of a close age to the
young people taking part. Furthering this, the researcher was not involved within the
health care provision of participants it was felt this may have encouraged participants to
be honest when discussing experiences of RRT.
3.9 Conclusion
This chapter has outlined the methodological approach of this study and the rationale
behind it. It has explained the collection of data through photo elicitation interviews and
the methods involved in transcription and analysis. Ethical considerations in carrying out
research with children have also been highlighted. The following chapter will present the
findings of the research and discuss them in relation to relevant literature.
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Chapter 4-Results
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4.1 Introduction
This chapter presents the studys findings. In total ten photo elicitation interviews were
undertaken with young people undergoing either haemodialysis or PD between
December 2009 and January 2010. Unfortunately one participant didnt return their
camera and was therefore excluded from the study. Table 8 shows individual
demographic data of each participant aiding the reader to understand themes and issues
raised.
Table 8: Participants demographic data
Participant (P) Age Gender Treatment Modality Treatment
Duration
1 16 Male Haemodialysis 11 months
2 17 Male Haemodialysis 6 years
3 17 Male Haemodialysis 2 years
4 16 Female Haemodialysis 1 year
5 13 Female APD 4 months
6 14 Female APD 2 years
7 16 Male APD 6 months
8 15 Female CAPD 10 months CAPD (8
months APD
previously)
9 14 Female Haemodialysis 13 months
10 17 Female APD 11 months
*APD = Automated PD
** CAPD= Continuous Ambulatory PD
4.2 Photographs
Participants readily engaged with the photo elicitation interviews with total 104
photographs taken by participants illustrating their treatment experiences. A wide
variety of different photographs were taken including those within the hospital and home
environments. A selection of the photographs has been integrated within this chapter.
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Utilising the interview transcripts and photographs produced by the young people the
following key themes were established by means of the analytical processes described in
chapter 3.
4.3 Established Themes
Themes Identified from Transcribed
Interviews
Sub themes
Understanding and acceptance of
treatment
 The importance of Health
 Just getting on with it
 Importance of time
Living in a non functioning body  Medications
 Access
 Diet and fluid restrictions
Impact upon life at home  Parental Support
 Impact upon siblings
 The hospitalised home
Relationships with others  Being perceived as different
 Friends
 Hospital Staff
Impact upon daily life
Table 9  Established themes and subthemes
4.3.1 Understanding and acceptance of treatment
4.3.1.1 Importance of Health
One of the most striking aspects of the interviews was the significant importance
participants placed upon their health. It was clear that all felt it was paramount to
adhere to their treatments and recognised how quickly they could become ill if they
didnt. Whilst accepting there are many facets to their treatment and that this causes
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tensions it was clear that they all felt undergoing treatment was vital to their survival
and ultimately nothing is as important as their health.
.I had peritonitis a life threatening infection which affected half of my stomach...
It is life threatening but I dont mind its all about your health. (Participant 2)
The importance of good health was coupled with the participants vast medical
knowledge and understanding of their condition and treatments. This appeared to
facilitate the acceptance of treatments.
4.3.1.2 Just getting on with it
It was originally believed that the young people would struggle to accept their illness and
subsequently may not comply with treatment regimes however 90% of the participants
demonstrated a surprisingly high level of acceptance of both their condition and the need
to undergo treatments.
I dont really think it bothers you that
much if you dont think about it all the
time, it doesnt worry me that much...
Like what I have to do is really
important. (Participant 5)
 No its just one of those things...I cant
imagine my life unless I was here now, so
either way I have just learnt to accept what
has happened. (Participant 3)
44
It was also clear the young people did not want to dwell upon treatment regimes
emphasising that they could not alter their diagnosis so they should try and make the
most out of the situation.
If you sit and talk about it all day its still there its not going to like go away...
its not going to make it any better you should just like get on with it.
Participant 8
You just kind of get along with it really, because theres not much you can do
about it. Participant 10
Participants even expressed frustration at others wanting to discuss their illness when
they didnt feel they needed to, suggesting professionals underestimated their ability to
accept and cope with their illness.
. Like when they sent a psychologist to see me... she said to act like a
butterfly... to think like I was a butterfly wondering along the pretty flowers and I
was laid there thinking I have only got kidney failure. Participant 8
In addition, many participants and especially those receiving PD refused to let their
treatment regimes prevent them from living a normal life. This was achieved by
adapting what they wanted to do around their treatments or in some cases fitting
treatments around other activities.
Umm no not really, I dont think so you just deal with it dont you....It doesnt
really stop us doing anything... we just adapt to how it needs to be. Participant
6
Like when they told me they didnt think my kidneys would ever wake up again,
I was like I dont care as long as I get to go to the Lincoln city match.
Participant 8
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4.3.1.3 The importance of time
Time to become accustomed to their diagnosis and subsequent treatment regimes was
acknowledged by six participants as an important factor in their acceptance and ability to
cope with treatment demands. Participants clearly stated that the period of time
following the commencement of treatment was the hardest.
Time just getting used to things... instead of trying to fight every step of the
way you just learn to accept it and make the best out of what you have got.
Participant 3
This perception of issues becoming easier over time correlates with individuals
knowledge and understanding of treatments and having increased self confidence in their
own abilities. This was especially apparent for PD patients undertaking treatments in the
home setting. .
I think after that first month it gets easier you get into a routine.... in that first
month I was really too scared to set it up without mum in case it went wrong.
Participant 5
4.3.2 Living within a non-functioning body
Much of the interview content was dominated by the physical consequences of
treatments upon the young people, with a focus on living within a body that wasnt quite
100%. Many participants spoke about physically demanding treatments leaving them
feeling very tired and sick afterwards. This was represented in their photographs, with 5
participants taking photographs of their beds. Additionally participants reported that
tiredness impacted upon their ability to undergo everyday physical activity.
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I used to do a lot of sport before but I seem not to do as much just because I
am really tired all the time and I just dont seem to do as much and obviously I
cant go swimming. Participant 10
The feeling of living within a medically compromised body facilitated discussion around a
variety of different topics discussed below including: medications, access and diet
limitations.
4.3.2.1 Medications
All participants, bar one, spoke of the medications they take in conjunction with their
dialysis. Participants were primarily concerned with remembering to take their
medications, rather than the number or variety of medications they required. Five
participants spoke of difficulty remembering to take tablets especially during the day
time.
Its hard to remember to take
them... its mostly at school
actually. At home I have everyone
to remind me where as at school ...I
just think about my lessons and
friends and just forget about it.
Participant 5
It can be quite a handful really just remembering to take everything at the same time
as well as everything else you have got to do in life ... I mean if I am rushed then its
going to be a lot more difficult than if I have got plenty of time to do it. Participant 3
It was apparent that participants deemed medications as important one participant even
stated that
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I have got to take all my medicines.....Yeah even though I dont like them....its
for my own health at the end of the day Participant 2
Many of the young people emphasised the strategies they used to remind themselves.
However individual medications did lead to difficulties for one participant
 I have to take ones whenever I eat, they are the worst things because they
taste horrible, they are awful I hate them umm they are really big and I have to
take three in the morning three at lunch and 3 at night. Participant 10
4.3.2.2 Access
Eight of the participants discussed the impact of dialysis access be it an arterial line,
fistula or catheter unveiling variety of issues surrounding Firstly the impact the access
has upon their ability to undergo sporting activities was mentioned by many of the
young people. Five participants explicitly stated that a major drawback of their treatment
regime was their inability to go swimming with a central line or peritoneal catheter in
situ.
In addition many of the participants spoke about the infection risk associated with
access; this generated considerable anxiety especially as five participants had previously
experienced peritonitis. Participants currently receiving haemodialysis also spoke of
wanting atereovenous fistulas due to the perceived reduced infection risk and ease of
management.
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they were allowed. Four participants explicitly spoke of difficulties regarding sticking to
their diets and how they found it challenging not to cheat.
Pretty much only like 10% of the
food in the world we are allowed, or
at least it seems that way.
Participant 3
Yeah oh my God its so hard at the
start not being allowed any chocolate
cheese or crisps... all the stuff I
wanted to eat. Participant 8
Likewise fluid restrictions were identified as a particularly difficult by four participants.
1 litre I have a day but its not a lot. Its hard. To begin with I found it really
hard to keep within my limit and it was really frustrating but now I have been
much better the last month or so. Participant 1
Again whilst a number of participants highlighted this as an area they often struggled
with it was evident they accepted and understood the importance of adhering to
restrictions. A number shared a variety of different strategies they used to help them
stick to their restrictions.
4.3.3 Impact upon Life at home
A variety of issues surrounding the effect treatments has upon family and home life were
revealed by participants. It is also within this theme where the biggest differences
between PD and Haemodialysis were illustrated. The researcher appreciated that since
PD is undertaken at home disparities may occur between treatment modalities, however
did not anticipate the full impact upon family and home life which was disclosed by the
young people.
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4.3.3.1 Parental support
Support from parents was a key issue raised by seven participants receiving both
haemodialysis and PD. All felt their parents played a key role in supporting them with
practical tasks relating to their treatments. Keys tasks included helping organising
medications so they remembered to take them, preparing food within the constraints of
a renal diet and providing emotional support.
Participants receiving PD emphasised the importance of parents assisting them in
carrying out treatment. This was deemed especially important at the beginning, when
participants felt less comfortable and confident in undertaking their dialysis.
I think everything is quite easy to deal with especially with all the help I have at
home ... Yeah, I feel happy because mum does it sometimes so I dont have to
think about it all the time Participant 5
4.3.3.2 Impact on siblings
Fewer participants spoke about sibling relationships than parent relationships, only 70%
of participants had siblings. Sibling relationships were uniquely affected for each
participant. One spoke of how others in his family had ERF and were undergoing RRT
and the positive impact this had upon his treatments. Whilst other participants reported
negative impacts of RRT upon sibling relationships, this is clearly demonstrated by one
participant, talking of her relationship with her younger sister.
She probably feels like because I am always at hospital and because mum isnt
there that I get all the attention or something...we dont really see as much of
each other and mum is always with me...I think it is quite strange really because
umm I dont feel like I am taking over ... it is quite sad. Participant 10
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4.3.3.3 The Hospitalised Home
PD is often the treatment choice with patients undergoing treatment at home with
perceived less disruption to their daily life. Whilst many of these young people
appreciated being able to go to school and living a normal teenage life during the day
the impact PD has upon their home life was a major focus within all their interviews.
One of the major problems these young people identified was the large volume of
equipment required to undergo treatment at home.
It does take over... a lot of stuff
everywhere really...boxes and boxes
and things. Participant 10
This is all the stuff you need to set up
the dialysis it is a lot of stuff , I mean
we have to have 3 bags which is 2 big
boxes ... they (fluids) are quite big and
they are not light or anything.
Participant 7
Changes may also need to be made within the homes to facilitate all the equipment. It
was apparent that participants felt as there was so much equipment at home providing a
